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for himwho can discernit, and
centrally and sinply, wthout

ei ther dissection into science,
or digestioninto art, but with
t he whol e of consci ousness,
seeking to perceive it as it
stands. ...

Janmes Agee, 1939

During the depths of the G eat Depression, a witer, James
Agee, and a phot ographer, Wl ker Evans, travel ed through the
deep south to study the conditions of tenant farnmers. Their
period of imrersion in the lives of an extended famly of
destitute dirt farmers was described in a remarkable book wth

an ironic and bitter title: Let Us Now Prai se Fanmous Men.

The power of Agee's "report" was generated by his ability to
alternate between journalistic description and poetic inagery,
as if at one noment he were giving the reader a weather report,
abruptly followed in the next by throwng himbodily into the
full force of a raging hurricane, then back to the isobars and
rainfall amounts. Perhaps at the conclusion of the book the
reader knew not what to do about the forces of poverty and
power and powerl essness, by he certainly knew a bit nore about
which way the wind blewand how it felt.

It's arare intellect that can be imrersed in a stormand
—si nmul t aneousl y—rise above it to a height sufficient to
describe its shape and course. A portrayal of public policy
toward this mx of conditions called "devel opmental disabilities"

deserves an intellect of Agee's stature. To state what w |l becone



obvious later on, I'mnot the person to do full justice to the
task. M only consolation is that | suspect no one else is
really up to the job either, although a few have cone cl ose.

Li ke many ot her young professionals at the tinme, | drifted

into this region called devel opnental disabilities just as the

stormwas gathering force, a little over a decade ago. |'ve
been imrersed in it ever since. |I'mimrersed by choi ce, however
(that is, like Agee, | could leave it). The people who are

truly imrersed are those who live with the identity of being
devel oprental | y disabled and their famlies. | can't pretend to
represent their experience, but | can share a partial list of
forces that often flood ny thinking and confound ny efforts to
conpr ehend their predicanent:
the clash of unspoken assunptions; the nuddl ed semantics
of programand peopl e | abels; "prograns” defined by their
activity, and not their outcones or intent; waste of
resources and the spoilage of human opportunity; the politics
of disability; the economcs of disability; disabling pro-
fessionals; prejudice and fol kl ore posing as science; tactics
of institutional decentralization that perpetuate strategies
of human confinenment; systematic reward of i nconpetence;
demands for | owered expectations; cries that the sol ution
equal s nore noney; V&'s and They's.
The itens on this list are strong and pervasive; their roots
are deep. The list contains no possibility of joy or cause

for cel ebration.



But the presence of a storm suggests both forces and counter-
forces. And, indeed, there is a second |ist, one that contains
exhilarating possibilities. A recognition of these forces shal
keep us fromthrow ng up our hands in defeat:

t he energence of sel f-advocacy on the part of persons

with disabilities, such as the People First novenent;

I ncreasi ng eagerness on the part of young professionals

to examne the nature of values as a controlling frane-

work for the application of their science and technol ogy;

the invention of new, or "inplied', rights (to education,
to habilitation, to services inthe least restrictive
environnment); new legislation and litigation that codify
these inplied rights; an increasing wllingness to take

a hard ook at the role of handicapismin our cultura

nores and traditions; islands of remnarkabl e | eadership and

risktaking within our state and federal bureaus and our

uni versities; a desire on the part of some workers and

organi zations to provi de conpetent services in spite of

bureaucratic expectations to the contrary; parents who are
no longer thankful for small charities, but are denandi ng
rightful services for their sons and daughters.
Notice that ny list of enervating forces contains terns intended
to suggest that these forces of possibility are young and

vul nerabl e, each susceptible to diffusion and revision.

Peopl e with devel opnental disabilities, their famlies, and

their friends are all caught up in the tension and frustration



createdbytheseoppositional forces. That i s
order to nmanage the energy created by this tension, energy that
can fuel constructive change, we nust gain a little altitude on
the flux now and then to see the broad social terrain a bit
better. Qherwise, we'll continue to be buffeted al ong by
opposi ng forces with no conprehensi on of where or why.

A Statenent & Mninum Et hi cs

V¢ don't have to |ike one anot her
...but we do have to put up with
each ot her,

Kat hryn Hepburn, 1979 _
(overheard in a television interview

It strikes me that Ms. Hepburn's inperative that we nust,
at the very least, put up with one another represents a funda-
nmental ethical statenent that is |lodged at the very core of the
Constitution of the Uhited States. Thus, | nmay not |ike what you
have to say, but, regardless, | have to put up with your freedom
to express it. You may not |ike ny skin color, religion, ethnic
origin, or gender, but, regardl ess, you have to put up with ny
children going to school with yours and the possibility that the
bunch of us mght occupy the house next door to yours. And so on.

Now we know al so that the Constitution doesn't say that we
have to put up with anything others mght say or do. Some acts
exceed the bounds of permssible latitude. The determ nation of
t he boundaries between those acts we have to put up with and those

we don't is assigned to our legislatures and our courts, both of



whi ch are supposed to regul ate our actions in conpliance with
constitutional protections of individual |atitude.

D sregardi ng probati on and death, the citizen whose acts
are found to exceed the bounds of what others have to put up with
faces two types of consequences: fine and confinenent. The forner
penalty extracts sonething of value fromthe person but allows
himto remain in the larger coomunity. The latter penalty —
confi nement—results in renoval fromthe larger comunity,
deprivation of rewards, and grave restrictions on the opportunity
to act even within the range of behavior allowable in the |arger
comunity. Acts that justify confinenent are taken to be so

serious that we cannot even put up with the possibility of the

act being coomtted again, at least not for a certain period
of time.

In practice our marvel ous Constitution hasn't worked out
perfectly for all citizens all of the tine. W're aware, for
exanpl e that sone citizens "get away" with acts that woul d not
be put upwith in others. And we know that sone peopl e have been
confined away fromthe community-at-|arge not because of acts
that exceeded | egal codes of conduct but because of who they were.
Perhaps the nost enduring and vivid case in point is the history
of Arerica' s "treatnment" of that group of its citizens called
devel opnental |y di sabl ed. M. Hepburn would be appalled if she

knew.



The Policy O Confinenent; Its Roots. Its Consequences

The topic of this paper is not focused on institutions,
per se, or the current state of "de-institutionalization".
However, it is inpossible to pursue our attenpt to conprehend
t he tensi on between oppositional forces present in our |and today
wi thout some clarity about the history of the institutional
nodel and its senminal rationale.

The confinement of persons with devel opnental disabilities
has taken many forns and di sgui ses. The nost bl atant expression
of systematic confinenment is the |large, self-contained, state
institution. As a nodel of human nmanagenent, the state
institution in Amnerica has had a checkered history over the |ast
century and a quarter. Tortured rationales for its |egitimnmacy
came and went until about 1925, when —as VWl f Wl f ensber ger
proposes—the rationale for institutions could no |onger be
sust ai ned, even though their perpetuati on and expansi on conti nued
to drift unchallenged until the 1950s. Unfortunately, the |ast
"rationale" for state institutions to fade before the "drift"
era began was based on the assunption that persons called
"feeble mnded" (as well as other "defectives") constituted a

nenace to the community-at-large. Spokesmen fromthe professions

(pl ease note) had convinced the citizens that some persons,

as an unavoi dabl e consequence of the nature of their condition,
posed a grave threat to the genetic pool and to the noral
integrity of the community itself. The institution was designed

in both its architectural and organi zati onal structure, therefore,



to serve the purpose of isolating a menace to society at the
| onest possible cost. The nenace this class of people repre-
sented could not be put up with; the solution of confinenent as
a deterrent was irresistable. The shrill of the nenace indict-
nment faded away after about 1925, but no voice of authority cane
forward to offer new rational es or new approaches to hunman
managenent until nany years later. Tragically, we have inherited
the nodel created by the nenace rationale, and we're stil
divided as to what to do with our institutional |egacy.

The institutional legacy has little to do with the

architecture and walls we associate with the word "institution”;

except to the extent that the architecture is a consequence,

or shadow, of a set of assunptions about the nature of devel op-
nmental disabilities—especially the nature of that sub-category
called nental retardation. It was the set of fundanental
assunptions ("limted potential”, "sexual nenace", "perpetua
child" —al | conpressed in the character, Lenny, in Steinbeck's

g Mce And Men, who "didn't know his own strength") that |ed

to a public policy of confinenent that led, inturn, to the
architecture we think of as the institution. If we were a little
nore precise in our choice of terns, we'd refer today to policies

of de-confinenent (or, as one friend insists, "re-patriation")

rather than de-institutionalization. One of the "seeds of perversion"
to which Wl fensberger has referred lies in our failure to exam ne
the roots of the policy we inherited as nuch as we do to its

bitter fruit. That failure has allowed the translation of the

policy of confinement into nore subtle forns in recent years:



"special" school s, segregated enpl oynent, |ong-termgroup
homes with no exits, reserved hours at the YMCA pool, and
on, and on.

Wth a little altitude over our "field" of devel opnental
disabilities, it is a bit easier to see that yesterday's
solutions constitute today's problens. Perhaps this cycle is
I nevitable, in some cosmc, determnistic scheme. Perhaps not.
The only way we can hope to inpinge on a probl emsol ution-
problemcycle, | believe, is through constant attention to
fundanental assunptions. |f the assunptions are, in fact,
different, then the public policy they create and the expressions
of that policy in the workings of |aw governnment, education,
and the patterns of everyday life will also contrast sharply
with past and current "treatnent" of this part of our popul ation.
The Roots O A New Policy & Community Presence And Parti ci pation

A nunber of observers have noticed that in order for a
systematic policy of human segregation to "work", the class of
peopl e who bear the brunt of separation sonehow nust be defined
as "non-human". In order for the "nenace", rationale to spawn
the policy of deterrent confinenment, the majority had to be
reinforced in a belief that persons wth devel opnental disabil -
ities were non-hurmans, and, therefore, non-citizens. That process
did, in fact, take place and was orchestrated by the "l eadi ng
authorities" inthe field of nmental retardation at the tine.

If one thinks this sumrary goes beyond description and into



nmel odrama, | urge himor her to read WIf ensberger’'s scholarly

account entitled, The Oigin and Nature of Qur Institutional Models.

The policy of community presence and participation is new
because it asserts humanhood for all persons w th devel opnental
disabilities. It's as sinple as that, and as profound. The new
policy that allows persons with devel opnental disabilities to
join our "club" of humanity rests on two fundanental assunptions
having to do with the nature of the person and the nature of the
person's place in our society.

—Every individual possesses the capacity for continuous
devel opnent.

—The birthright of Arerican citizenship is not contingent

on 1Qor the potential quality of the citizen' s body

or perfornance.
These conpani on assunpti ons —Aeither nore inportant than the
other-- generate certain conpelling questions: if we share
nmenbership in the same human and national club, how can those
things val ued by nost of us be denied to sone of its menbers?
How can the privileges, protections, and rights of nenbership be
wi thhel d fromsone of the nenbers w thout due process? And,
very inportantly, how can the club as a whol e achi eve excellence if
sone of its nenbers are held back fromwhat they could be? As
| oyal nenbers, we nust conclude that allowing inequities to
continue for sone of us threatens the worth of nenbership for
all of us.

Expressi ons of the New Policy

The ascendency of the new policy of community presence and

participation suggests that a shift in basic ideology, in our



core structure of beliefs and val ues, is taking pl ace—a shift

possi bl y associated with changes in our systemof |aw and our

under st andi ng of the nature of human perfornance. At best, one

woul d describe these changes with reasonabl e accuracy and

t hor oughness. An attenpt to draw concl usi ons about what funda-

nmental shifts (if any) these changes express —about cause and

effect, or coincidental correlati on—would be patently premature.

Inthis section, therefore, |I'Il take a mddl e ground and provide

an i nconpl ete description of changes in |aw and changes in our

concepts of human performance as expressions of the new policy

of comunity presence and participation. Even on the mddle

ground, I'mnot absolutely certain which is an expression of which.
Law. It is generally agreed that the challenge to the policy

of confinenent first energed in the early 1950s, when parents of

di sabl ed sons and daughters began to band together to provi de sone

senbl ance of programactivity for their offspring as an alterna-

tive to their confinement at hone or their confinenent in an

institution, virtually the only two alternatives available at

the time. The national organizations of parents and friends

that grew out of this self-hel p expedi ency (such as the National

Association for Retarded Gtizens) created the base for a

political novenent. By the end of the fifties, NARC achi eved

its first success at attracting the attention of Congress to

the federal neglect of persons with mental retardation. Congress

responded by appropriating a small anount of funds for research

and training prograns. Federal |egislation and funding accel erated

followi ng the el ection of President Kennedy, one of whose sisters



happened to have nental retardation. Relative to the baseline
of virtually zero, the federal effort to stinulate research and
services during the 1960s was mnassive. President Kennedy did
for mental retardation sonething conparable to the inpact he
had on space exploration. (Qhe is advised not to take that anal ogy
too far, however.)

The nonentum generated during the sixties was joined at the
end of the decade by the introduction to Arerica of a new concept:

the principle of normalization. The termwas coi ned by Bengt

Nirje, then head of the Swedi sh Parents Association for Retarded
Children, to describe the approach used in his country to pronote
and support the participation of people with nental retardation
In the coomunity-at-large. H's description appeared in a book
prepared for the President's Commttee on Mental Retardation,

Changing Patterns in Residential Services for the Mentally Retarded,

published in 1969. Nrje told Arericans that "the principle of
normal i zati on nmeans naking available to all nentally retarded
persons patterns of life and conditions of everyday |iving which
are as close as possible to the regul ar circunstances and ways

of life of society". Nrje went on to describe what that neant
interns of a normal rhythmof the day, nornal holidays and
celebrations wth famly, living in settings appropriate to one's
age, inasexually integrated world, with equal opportunities for
education, training, and developnent. As Robert Myer*put it,
"the concept is so natural, so sinple, the approach so decent

and hunmane".



As a co-editor of Changing Patterns. VWl f Wl fensberger

did two inportant things: he contributed to the book his own

| aborious history of institutions in Arerica which concluded with
his call for a new "devel opmental nodel"; and, he edited Nrje's
chapter on normalization which brought himinto close inspection

of the concept for the first tine. The two chapters fit hand in
glove. Hs work on the history docunented the tragi c consequences
of de-humani zation, while Nrje's chapter docunented the limtless
possibilities of re-hunmani zation. The terrain of American services
to persons with disabilities has not been the same since.

VW! f ensberger adapted the principle for Amrerican conditions and
consunption, and —arnmed with his clear insight into the history

of systematic de-hunani zation of people called nentally retarded—
literally shook the apathy out of professionals and parents ali ke.
It was at this tinme, at the turn of the decade, that the storm

began to gather its force.

The intellectual and enotional inpact created by the nornal -
I zati on novenent during the 1970s can be seen clearly in the
significant increase of public interest |lawers taking to the
the courts to establish new precedents for assuring the rights
of persons with disabilities. Goncurrent with the advocacy
litigation, landnark federal |egislation —ncorporating the
assunptions and | anguage of normalizati on—was adopted by
Congr ess.

Because of space and scholarship limtations, | wll not
attenpt to review here the significant judicial and |egislative

br eakt hr oughs that are re-shapi ng our human service concepts



and systens. The best single source | know for a w de-rangi ng
picture of this dynamc field of disability lawis, The Mentally
Retarded Gtizen and the Law. Published in 1976, this book was

exhaustive to the time of its publication; but the field of
disability lawis noving so quickly that it is already out of
date with regard to a coupl e of nmajor devel opnents.

Wiile foregoing a legal review, it would be useful to illus-
trate the rapidity with which the birthright of citizenship is
being affirned for children and adults with disabilities.

During the first half, of this decade, ny duties as an
admnistrator in a large, conprehensive, service systemin
eastern Nebraska included the devel opnent and oversi ght of
educational services for a substantial nunber of children with
nmental retardation. Over half of these children were of public
school age. Qur agency served their educational needs because

the public school boards and admnistrators chose not to:

The purpose of our effort was to prepare "our" students to be
good enough for acceptance by the public school prograns.

It was in 1975 that the Federal Education For Al Handi capped
Children Act was signed, affirmng the basic right to a free,
appropriate, public education regardl ess of degree or type of
disability. The Act was scheduled for full inplenentation in
1978— just last year. Think about it. Until just now, public
education - a right nost famlies take for granted-- was denied
at will to thousands of children considered not worthy enough

(human enough?) to claimeducation as their right, too.



The new federal |aw (al so known as PL 94-142) goes further
than "nerely" requiring |ocal schools to provide an educati onal
programto all children; it requires that the child s education
occur inthe "least restrictive alternative". The |aw does not
permt, therefore, a policy of exclusion to be converted to
a policy of confinenent. The separation of a handi capped student
fromhis or her non-handi capped fellow students nust be justified
t hrough due process and the student's own individual education
plan. This Act is an exhilerating statenent of noral and soci al
principle. W should hope that the schools, the students, and
their famlies figure out howto nake it work.

The second illustration has to do with a powerful new tool
in the arsenal of disability law, inelegantly known as Section
504 of Title V of the Rehabilitation Act of 1973. It's nane nay
not be inspirational, but it's sinple, concise |anguage nakes
up for it:

No ot herw se qualified handi capped
Shal | %ol el'y by reason of pi s handi -
cap, be excluded fromparticipation
in, be denied the benefit of, or be
subj ected to discrimnation under

any programreceiving federal finan-
ci al assi stance.

Because this civil rights anmendnent was attached to a
“rehabilitation" act, its full scope has been easily confused.
darifying anendnents to the Rehabilitation Act in 1974, however
made it clear that the protections and prohibitions under Section
504 are applicable to all handi capped individuals, and cover

any federally-aided program (including vocational rehabilitation,



enpl oynent, housi ng, transportation, education, and heal th
services). The inplications of this amendnent are so sweepi ng
that it took a nationw de uprising of handi capped people to
break the law s regul ati ons out of HEW

(e of the nost novel applications of Section 504 was its

Incorporation into a class action suit (Hal derman v. Pennhur st

State School and Hospital) that chall enged the constitutional and

statutory legality of the existence of |arge, segregated state
institutions, such as Pennhurst in Pennsylvania. The case was
brought before the U S. Dstrict Court for the Eastern D strice
of Pennsylvania in 1977, Judge Raynond J. Broderick presiding.

The evi dence presented to the court regardi ng conditions
exi sting in Pennhurst was overwhelmng: nentally retarded
residents confined to the institution received token habilitation
programm ng, at best, and were in jeopardy of bodily injury
as a condition of everyday life. On the basis of the record,
Judge Broderick found that the Pennhurst resident's rights
of equal protection and freedomfrom harm had been vi ol at ed.
Judge Broderick, in his decision, found that

Al admssions to state facilities, be
it through court conmttnent, or other-
W se, entail an infringenment on funda-
nmental rights and freedons....Because

of this, due process denmands that if a
state undertakes the habilitation of a
retarded person, it nust do so in the

| east restrictive setting consistent with
that individual's habilitation needs....
i solation and confinenent are counter-
productive in the habilitation of the
retarded. Furthernore, since the |aw
recogni zes that habilitation other than
inthe least restrictive setting is a
violation of one's constitutional
rights, there is no question that



Pennhurst, as an institution for the
retarded, should be regarded as a
nonunent al exanpl e of unconstitutionality
with respect to the habilitation of the
ret ar ded.

Judge Broderick appears to be speaking to the constitutionality

of isolation and confinenent, irrespective of the quality of

the "programi that may or may not be present within the perimeter
of this nost restrictive setting. 1In case the constitutiona
i ssue were not enough, Judge Broderick took notice that "In
enacting Section 504 of the Rehabilitation Act of 1973, Congress
has in effect codified the constitutional right to equal
protection". Since he had found that the resident's Fourteenth
Arendrent rights to equal protection had been violated, it
followed that their statutory rights under Section 504 simlarly
had been abused. Section 504, Judge Broderick held,
"inposes affirmative obligations on state and |ocal govern-
nmental officials and that under Section 504 unnecessarily
separate and mninally inadequate services are discrimnatory
and-unlawful ....the rights of the retarded at Pennhurst under
Section 504...have been and are being violated". |f Judge
Broderick's decision survives all tests and becomes precedent,
the illegality of the existence of virtually every large, public
institution in the country will be open to challenge.

Section 504 and the Education of Al Handi capped Children
Act rest on assunptions that are dianetrically opposed to the
assunptions that produced the policy of confinenment. These

two laws alone will not guarantee the good |life for persons



with disabilities. Rather, the | aws guarantee that people
who are not disabled, at the very |east, have to put up with the
I nconveni ence that may be brought about by disabled citizen's

new access to the possibility of a good life.

D sability and hunman perfornance. . ..

t he nore conpet ence an indivi dua

has, the nore deviance wll be

tolerated in that person by others.

Marc Gol d, 1975

A common thread (and possibly the only one) that runs through
this nmaze of categorical |abels |unped together under the
term "devel opnental disabilities" is a requirenent for extra-
ordinary |earning resources. The requirenment may stemfrom
reduced body control (as with epilepsy and cerebral pal sy),
t he dom nance of conpeting, non-adaptive behavior (as with
autisn), or relative inefficiency of |earning under instructional
conditions sufficient for nmost people (as with |earning dis-
abilities and nental retardation). This general observation
Is contained in Marc Gold's "alternative" definition of mental
retardation: "The nentally retarded person is characterized
by the I evel of power needed in the training process required for
himto learn, and not by limtations in what he can | earn".

In contrast to definitions of disability that stress persona
deficiency and ceilings on potential acconplishnent, Gld' s
definitionis essentially programmatic; that it, it tells what
we nust do (provide an adequate |evel of instructional "power")

and not what the person with nental retardation will never ever



be able to do. The point of viewinplied by Gold's definition is
fully consistent with the assunption underlying the "new policy"
that every person possesses the capacity for continuous devel -
opment. W can refine the assunption by adding that the rate at
whi ch devel oprment occurs and/or the |evel of resources required
to nanage and nmai ntai n devel opnent are what di stingui shes
devel opnental Iy di sabl ed persons from ot hers.

The devel oprmental assunption, standing al one, would al |l ow
us to overlook a critical point, and that point is this:

di sability, deviance, and conpetence are social and relativistic

concepts defined inplicitly as they are by the community's

val ues, the flexibility of its settings to acconodate devi ati on,
and its readiness to allocate whatever training resources are
required to permt a person to acquire performance essential to
participation in its nost common settings. The "diagnosis" of

disability requires, therefore, an ecological analysis of the

person' s &ﬁntext——hOM/the characteristics of the person inter-
at

act with/the environnental settings demand, expect, put up wth,
ignore, and are in short supply of. Adefinition of disability
that dwells on personal characteristics alone will not be
sensitive to the dynamcs of person-setting interplay. A static
definition of disability can itself be disabling.

(I'n eastern Nebraska, we inplenented a policy of total
integration of the young children we were serving by noving them

and our teachers into regular preschool settings. After "our

children blended into the nob of typical young children, ny clinical



skills deteriorated overnight. | had difficulty identifying
"the retarded kids" froma distance. | had lost ny cues that
said if the childis in the nmental retardation agency setting,
the child nust be retarded. The sane thi ng happened when
vocational training for adult clients was dispersed in regul ar
industrial settings. In both cases, nore happened than just a
change i n geography: the peopl e began responding to the nornal
expectations of the setting; the setting adjusted to acconodate
its new nmenbers; and | becane increasingly nore enbarrassed
during "tours" about the decay of ny clinical skills of disability
detection.)

Laws can be drawn to guarantee a disabl ed person's presence
in the community, but no |aw can guarantee true participation.
True participation will require the availability of extra-
ordinary training resources, accommodation by natural comunity
settings, and close attention to creating a positive bal ance
bet ween conpet ence (val ued perfornmance) and deviance (that which
draws negative attention).

Systens designed to serve the policy of confinement could
properly ignore these issues. The new policy of community presence
and participation, however, wll need systens that | ook to the
community-at-large for their reference points for both personal
and program pl anni ng.

Sunmar y

In this paper | have attenpted —however superficailly—

to reflect the context of that mx of conditions called

devel opnental disabilities "wthout either dissection into



science, or digestioninto art". The condition of devel opnent al
disabilities requires science and is enriched by art; but first
it needs conprehension. |f we forego a conprehension of
assunptions and history, an enpirical summary of that context
will tend to sterilize what is basically a hunan and nor al
situation, and poetry will tend to direct attention to style and
away from conprehension. The path between the two is rich with
possi bl e keys to understanding, but is nore demandi ng than |
woul d have guessed. | arrive at this summary with no sense of
conpl etion or closure.

Especially for those who are not imrersed in this context,
|"ve tried to show that our nation is in the throes of conversion
froma policy of confinenment of persons w th devel oprent al
disabilities to a policy of community presence and parti cipati on.
The conversion fromany fundanmental prem se to another unavoi d-
ably creates conflict; and, as we know fromthe history of politics,
religion, and art, conversion contains the potential for self-
destruction and perversion. The sane conflict and potential is
true in current efforts to convert the policy toward persons
with disabilities. Resistance to the conversion stens, | believe,
from(at least) three sources. First is the vested political,
bureaucratic, and economc interests in the continued application
of the policy of confinement. The second source results from
as Valerie Bradley puts it, "a failure to understand the
essentially 'revolutionary', as opposed to 'evolutionary',

nature of changes in care for devel opnental |y di sabl ed persons."



This failure leads to rejection of the legitimcy of the
extraordi nary short-run expenditure of noney and bureaucratic
effort required to convert from one system to another system
The third source of resistance cones from those people —many
parents included—who are genuinely fearful that a m smanagenent
of the conversion will create a reality even nore abusive than
that produced by the policy of confinement we inherited.
The fears expressed by those representing the last group, by
the way, are far from groundl ess. Ironically, the conpromn ses
that may be seen as necessary to appease the first two sources
of resistance are likely to produce the reality nost feared by
the third.

The course of conversion is fueled, as | tried to illustrate,
by maj or developnents in constitutional and statutory | aw.
These recent federal |aws and court decisions, although basically
serving only to affirmthe birthright of citizenship for Americans
with devel opnental disabilities, are even now jolting our estab-
| i shed systens to the core. As the spirit of self-advocacy
grows anong people with disabilities, we'll see that the jolts

we' re experiencing now in our schools, public services, and

pl aces of business are mld by conparison. The fruits of nmore
than a century of neglect and handicapismwill be difficult to
overcome and replace in a short span of tinme. Duri ng that span,
the quality of the preferred future will be at risk of follow ng

on the path of the "war on poverty" unless there is continual
attention to the values and assunptions on which the new policy

of community presence and participation is based.



| further tried to point out that the new policy requires
a broader view of the relationship between disability and
human performance. A static view of disability —ene that dwells
exclusively on the characteristics of the disabled person—
wi || perpetuate the focus on reductive "treatnment” of devi ance
with little attention left to the need for devel opment of conpetent
performance. The interaction between the characteristics of the
person and the expectations, values, and tol erances of key
settings in the coomunity defines the nature of disability
and the need for special resources. Response to the nandates of
the new policy, as expressed by law, inplies adaptation on the
parts of both the persons with disabilities and the settings
i n which they achi eve participation.

As the demand for participation in regular community settings
expands, those who wi eld power in those settings ("decision-
makers", to be polite) will inevitably call for a "needs
assessnent” as the first step in planning for the required
accommodations. The first cut at a needs assessnent does not
require a statistical survey of special essentials. As co-citizens,
people with disabilities need the sanme things you and | need:

a decent place to live; famly and friends who care; variety of
experi ence; clear physical paths; challenge, risk, and a sense of
acconpl i shrrent; interesting breaks in routine; and an adequate
financial security free fromthe burden of charity. Alife, in

fact, that Kathryn Hepburn woul d approve of.
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